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The task of the genetic counsellor may be facilitated by factual information concerning the general socioeconomic characteristics of the population with which he is working. The aim of the present study was to increase systematic knowledge concerning selected characteristics of those people in Victoria, Australia who have a 50% chance of inheriting HD. The socioeconomic characteristics of our population, such as education, occupation, marital status, and number of children, has not been previously studied and it was thought that knowledge of such variables could be useful in analysing socially relevant issues.
The level of knowledge of this population concerning the genetics, progress, and treatment of HD is also of interest in determining the effectiveness of genetic counselling programmes previously carried *Substance of paper presented at the first Australian Huntington's Disease Conference at Balwyn in November 1979. Received for publication 21 March 1980 31 out, and in providing a baseline against which the effectiveness of future programmes for providing information might be measured. A point of particular interest was to discover if there were any specific areas of factual knowledge which people at risk of inheriting HD may commonly misunderstand or have trouble in applying to their own situations.
One of the most difficult tasks facing genetic counsellors is that HD In a previous study in the USA, Stern and Eldridge2 found that 77 % of people at 50 % risk reported that they were willing to undergo predictive testing. In a later study, Barette and Marsden3 reported from the UK that 80 % of respondents from families affected with HD said that they wished members 32 of their families to undertake predictive tests. Unfortunately, in both studies the subjects contacted were selected from membership lists of lay organisations of HD families. Given that membership of these organisations is voluntary, the data came from non-representative samples. Further, the rate of questionnaire returns from the people contacted in the above studies was rather low and could reflect a systematic bias. For example, Stern and Eldridge2 sent out 2600 questionnaires, but received back less than 1065, a less than 41 % return rate. Of the respondents 71 % were females indicating a strong possibility for sex determined bias in returning questionnaires, or membership of the lay organisation, or both.
In the present study, the availability of an up-todate register of Victorian Huntington's disease pedigrees4 made it possible to obtain a representative sample of people at risk for study.
Correlations among the variables measured were determined, for while correlations need not unequivocally represent causal relationships it was thought they could be the source of hypotheses for future systematic studies of the population 'at risk' for HD.
Methods
In 1979 in the state of Victoria (population 3 811 500) there were 1200 subjects at 50 % risk, 568 of whom were between 18 and 45 years of age. One hundred and thirty subjects at 50 % risk of developing HD and who were between the ages of 18 and 45 were randomly selected from the HD pedigree files of the Huntington's Disease Clinic at the Psychiatry Department, Melbourne University. Questionnaires were sent to 73 of these 130 subjects. Of the original 130 subjects, 51 could not be contacted, 36 because their address was unknown and ten because they had moved interstate and it had been initially decided to limit the survey to people who lived in Victoria. Five subjects were regarded as unsuitable respondents to the questionnaire for psychiatric reasons or because of insufficient English. It was considered ethically unsuitable to contact six of the subjects, as the department had had no previous contact with them or their immediate families.
It was often necessary to contact a relative of the subject to legitimise the expected participation of the subject in the survey. In these cases it had to be determined that the subject knew that he was at risk so that he would not be presented with something of which he had no knowledge.
A covering letter was sent with the questionnaire which explained the project and expressed the Betty Teltscher and Stephen Polgar importance that the investigators felt it had for future medical research.
The questionnaire was based on a pilot study by a group of physiotherapists studying at Lincoln Institute. Part I contained questions concerning socioeconomic characteristics and personal information. Part IL contained 14 multiple choice questions, designed to test the subject's factual knowledge of HD. These questions were based on information from a pamphlet distributed by the Australian Huntington's Disease Association. Part IlI contained eight questions, each involving a 6 point scale ranging from very positive to very negative, to measure the subject's attitudes towards predictive tests. Two pairs of questions were symmetrical opposites. In order to deter the subjects from making noncommital decisions, the neutral category was omitted from the scale. Part IV contained items to determine the subject's attitudes towards treatment and research.
Results

QUESTIONNAIRE RETURNS
Seventy-three questionnaires were dispatched and 53 were completed and returned. Only 50 were used in the final analysis as two were returned after data analysis had started and one respondent was found to be above the age limit (45 years) that had been previously set. The overall return rate was 72-6y%.
The social characteristics of the 50 respondents are shown in tables 1-5. Table 9 shows the specific conditions under which It is interesting to note that in contrast with the subjects at risk, when the fifth year medical students were given the objective questionnaire, they appeared to be confused about the personality changes in HD, its common age of onset, and the fact that HD genes are autosomal. Given the small sample, it is not possible to draw definite conclusions about the implications of this finding, but it could represent common misconceptions in the medical community concerning HD. 
